I stepped around the boxes and suitcases littering the floor to the other side of the bed. "Hi," I said. "Yes," he said. "I'm a medical student. I'm going to follow your progress if that's okay with you." "Yes," he said.
I looked at his face; his clear blue eyes fixed on me. I was painfully aware of my own words, of the pauses that followed, of the enforced brevity of his responses. The entire conversation rested on me, and I had nothing to say.
During my preclinical years, my colleagues and I spent what seemed an inordinate amount of time and effort learning how to communicate with patients. With embarrassing earnestness, we practiced looking for the nonverbal cues indicating emotional states, interviewed actors pretending to be patients, videotaped our encounters and reviewed those tapes with instructors. I had always been proud of my facility with these exercises, which in retrospect seems a bit like patting myself on the back for successfully acting human. Yet nothing in medical school had prepared me for this.
I looked again at his sneakers. "Sweet kicks." "Yes," he said, and half of his face twisted into a smile. I didn't know he could do that. "He's a con artist," broke in his father. "He gets people to buy him sneakers from Niketown. He must have twenty pairs."
He began to cough. I had been warned about these violent coughing spasms that caused his normally paralyzed limbs to shake. As he was over six feet tall, this could be a dangerous thing if he was unrestrained. When it was over, his father gently repositioned his son's head and arms. He began to blink rapidly, his signal for wanting to say something. I didn't notice but his father, attuned to his son's few movements, was on it in a second.
"Red, bl-" Up went his eyes.
"Check your phone? You want me to check your phone again?" Up. "Sure. No messages," he said. The whole exchange had taken about a minute.
"I should check in with my attending," I said. "I'll be back in a little while." "See you later," said his father as I turned to go. "By the way," he added, "I'll be interested to see how long it takes you to memorize his communication board." I blushed. "Well, I'm a medical student. My job is memorizing things," I said, and to my great relief, he laughed.
I went home that night and learned the board-the colorcoded alphabet that had become his voice.
For the rest of the week, where he went, I went. The first day was miserably slow. Physical therapists recorded baseline measurements for all of his voluntary movements; he could lift his right arm about four inches. They asked him to move each joint this way and that, dutifully documenting "no movement" on their paper forms, and my heart ached. It was routine, but it felt cruel. Positioning him properly took ages, and then he would cough, limbs flailing, and they would start over again. During speech therapy they tested his cognition, which (they would have known from the chart) was completely intact. The therapist meticulously pointed to each letter on his communication board, not understanding that he already knew it by heart. His father had left the room for a phone call, so for the rest of that session I acted as interpreter, though I was slow and made mistakes.
The session finally ended and as we rode the elevator up to his room, I tried to make conversation. "Was that as frustrating for you as it was for me?" He looked up for 'yes'. "I mean, you're taking college classes. Did she really not think you knew how many sides a square has?" He looked up again and smiled. Later, when I learned that the therapists had to document progress from baseline for the insurance company to continue payment, I was ashamed of my impatience.
Between sessions I would practice with the communication board, unlocking facts about him bit by bit. He loved comedy, especially stand-up. I kept pestering him to tell me a joke. He and his dad would laugh about his youngest sister, who he jokingly referred to as "She who shall not be named." I would torture him with lame jokes that elicited eye rolls-or was he looking up for 'yes'? When I exhausted my supply, I busied myself with little tasks to keep from feeling so useless: wiping the secretions from his face and shirt, fetching the nurse when his feeding tube kinked and started to beep, asking him whether he needed anything (down for 'no', always). I felt that he saw right through my self-conscious attempts to build rapport.
On the fourth day we had a "family meeting." When asked what his goals were, his father said: "Easy. I want him to get up and walk out of here." All the therapists and doctors weighed in. I thought I could sense his irritation at being talked about, rather than to. At the end, he started to blink, and painstakingly spelled out: "I appreciate what you all are doing for me"-at which point everyone breathed a sigh of relief, until his eyes fluttered again-"but I was forced to come here." We adjourned without delving into this. Time was up.
"He seemed upset after today's meeting," said my attending afterward. "Find out why."
He and his father often laughed off emotions, as in: "Hey son, have any feelings you want to share tonight?" or "Careful, or I'll tell your mother about your feelings." I decided the best strategy was to join in: "Hey, want to talk about your feelings?" He smiled and looked down. "I know, I figured. But I wanted to know-is there anything in particular that's bothering you?" Up. "Is it that we've been going slowly for the last few days?" Up. "What else?" He fluttered his eyes. By then I was getting more comfortable using the communication board, so I would get a few letters and then start guessing what word he meant to speed things up. He spelled out "My… Dad… is… an… a-s"-I looked up at his father, who was laughing in the corner of the room. "…s-listen, I'm not going to guess this one, you're going to have to spell the whole thing." I asked if he missed home. Up. I asked why. "You always want to be at home," he said. I didn't have a good response, so I decided we were done with feelings for the day.
Over the next few weeks I watched as the staff of the center got to know him. I kept asking him to tell me a joke, and worked to get faster at his communication board so that he would be willing to spend the time.
On what was to be one of our last days together, we saw an otolaryngologist to assess the feasibility of closing his tracheostomy. Nobody was in a good mood; the insurance company refused to cover more days at the center because he hadn't, they said, made enough progress to make a longer stay worth the cost. His father left the room to fight on the phone. He started to blink and I knew he was talking to me. Letter by letter, he spelled out a joke: "My sister is like a piece of cantaloupe on a fruit plate: just taking up space." I laughed until I wanted to cry.
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